Background and context: Many countries are giving patients a more active role in
over medical tasks and following medical regimen to making autonomous decisions on living with a certain condition and dealing with all its emotional and social consequences. 2, 5, 21 The various definitions have an important impact on the organization of care and division of responsibilities. For example, definitions that focus on taking over medical tasks and compliance to medical regimen, as professionals tend to use, grant power to the professionals and focus on medical outcomes. 1, 2, 20, 25, 26 On the other hand, patients often have a holistic approach to self-management and focus on living the good life.
Managing their medical condition is part of that but there is more, causing patients to make choices that benefit their quality of life but go against the medical regimen. 2, [27] [28] [29] The question then becomes how patients and professionals should deal with these differences in interpretation. The aim of this study was to combine and build on these critical insights by exploring the way patient self-management is shaped in practice, including the implications of the difficulties encountered. This insight is important to develop self-management interventions that recognize the complexities of self-management practice. Moreover, insight into everyday experiences is crucial for the future development of the participation policy agenda.
| METHODS
We conducted a qualitative study. First, we interviewed experts (n=6, Table 1 ), asking them to reflect on the concept of self-management,
the underlying values and how these might conflict with other values in health care. These respondents had expertise based on extensive experience as researchers in self-management or medical ethics or as employees of organizations of professionals and patients. Previously, to gain insight into clinical practices, we interviewed nurses providing self-management support (n=15). The results of these interviews are published elsewhere 1 and used as input for the interviews conducted with patients. We interviewed patients with chronic conditions (n=20, Table 2 ). In four cases, a family member took part in the interview.
Respondents were contacted through the organization that provided their care. They were purposively selected on the criteria: (i) variation across medical conditions, (ii) variation across health-care settings (outpatient hospital care, home care or a combination of these) and (iii) variation in ethnic background. The last criterion was considered relevant because cultural background may influence perceptions of self-management. [18] [19] [20] [21] [22] [23] The first and second criteria met the exploratory nature of the study and offered the opportunity to be sensitive to differences between conditions and settings that might arise from 
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Researcher Health and self-management our data. Although this approach allows for this sensitivity, no firm conclusions about specific patient categories can be drawn because of the exploratory nature of the study.
The interviews with patients were semi-structured, taking into account findings from the expert interviews and the earlier study on nurses' experiences. We focused on patients' experiences in managing a chronic condition, the patient-professional relationship and the values adhered to (see Box 1). Interviews were conducted at the respondent's preferred location and took between 1 and 2 hours. In six cases, an interpreter was brought in because the respondents spoke little Dutch. The Erasmus MC Medical Ethical Committee approved the study (MEC-2013-350). All respondents provided informed consent to audiotape the interviews, and for us to use the data anonymously for scientific research.
Interviews were recorded and transcribed verbatim. Data analysis was a combination of induction and deduction. First, we openly coded our data. We then compared our codes to insights from the literature on self-management. We paid specific attention to patients' ideas of good care, how they related to self-management and the possible conflicts or frictions that respondents reported as due to the differences in the ideas of patients and the professionals they encountered.
This led to the following themes: (i) perceptions of self-management,
(ii) self-management-related activities, (iii) social factors influencing self-management, (iv) self-management in relation to living the good life, (v) professional-patient relationship, (vi) frictions between professionals and patients and (vii) the implications of these frictions. To ensure reliability, the two authors discussed the themes until consensus was reached. The analytical themes were subsequently combined and analysed on how they influenced the way self-management is shaped in practice both in terms of the level of activities (patients taking on a more active or passive role) and in terms of type of activity (in terms of patients focusing on their health or quality of life and how they choose to reach these goals for instance by making lifestyle changes or arranging the proper medical care). This led to the following three themes guiding our results section: (i) personal and social dynamics, (ii) ideas on the good life and (iii) interactions with health-care professionals.
During the last phase, the analysis was refined by the selection of poignant quotes illustrating for the various views and values of patients that provide clear insight into how self-management is shaped in practice. To enhance the validity of the analysis, we discussed the findings with the advisory board of our study. They confirmed our findings and provided additional examples which helped refine our analysis. In an earlier phase of the project, the advisory board commented on the design and focus of the study. The advisory board was composed of patient representatives, researchers on self-management and ethics and teachers in higher nursing education.
| RESULTS
I think that self-management is not a static concept. Selfmanagement depends on how much the disease influences my capacity. It depends on whether the disease is very active or in remission, on the support I get from my social network, and my normal capacity (…). And for me, selfmanagement means by definition that I get to decide what is important to me, what I want to hold onto, and how I can make the little changes that let me live a reasonably normal life. (P1)
This quote summarizes the complexity of self-management in practice from the patient's perspective. Having a chronic condition means that one has to self-manage living with that condition, no matter what.
Not managing a chronic condition is not an option. However, the meaning of such self-management differs between patients. In the following sections, we describe the complexity determining how self-management of patients is shaped in practice, both in terms of (i) the level of involvement and (ii) the type of activity patients perform.
| Shaping self-management: personal and social dynamics
How self-management is shaped partly depends on personal and social factors such as the skills patients possess, their social network and the stage of their disease. We will go briefly into them in turn.
First, respondents point out that to reach higher levels of involvement, one needs certain skills to be able to understand and process information and make decisions about one's health accordingly. • Impact of the condition on respondents life.
I see it in my own brother (…)
[
Self-management
• Activities (now and in the past) to manage condition (medical, social, emotional).
• Relationship with professionals.
• Support received from health-care professionals to manage condition.
Values underlying good care
• What is important in health care.
• Example of a good experience in health care.
• Example of a bad experience in health care.
• Influence experienced on care and treatment, evaluation of level of influence.
• Therapy adherence.
• Following professionals' orders.
• Privacy.
• Access to care, health-care costs.
stops them from doing so. In that case, they need professionals to take over. Evidently, the way self-management is shaped in practice not only differs between patients but also for individual patients at different stages.
| Shaping self-management: ideas on the good life
The way patients shape their self-management is partly determined by their perception of the good life. Again, ideas of how to achieve the good life impact on the level of involvement and the type of patient activity.
For some, health is the most important aspect of living the good life. To manage their health, these patients prefer an active role in all aspects of care; they search for information about their condition, are proactive during medical consultations, make treatment decisions and consider how to integrate the chronic condition in daily life. One respondent with multimorbidity explained that she monitors her blood levels (eg, albumin), follows a special diet and explores whether differ- 
(P2)
This patient goes on to explain that having control over her condition makes her feel good. For example, she is glad when she can improve her blood levels.
The doctors doesn't make a fuss about it [her blood levels], but when I see that my levels are a little bit better than last time, then I'm happy with myself. (P2)
Some patients play a similar active role, but their view on the good life causes them to focus not so much on the medical aspects of their disease but on making decisions about their treatment in the light of being able to perform other social roles they find important. Having a chronic condition impacts on a wide range of issues in one's life which need to be balanced against one's health, such as the ability to work, participation in social events and making life decisions such as having children. Finding this balance sometimes implies non-compliance with the prescribed medical regimen as the following example shows: For other patients, quality of life means that they are less active self-managers. They take their prescribed medication and speak up in medical consultations only when something is very important to them or when relatives push them to do so. However, generally, they do not play an active role in consultations, do not look for information about their condition or make adjustments to their medical regimen to fit their daily lives better. These patients value medical paternalism; they tend to follow doctors' orders and expect professionals to decide in their best interests. They feel that the professionals know better than them and to play a more active role would limit their quality of life.
It's a conscious choice [not looking for information on the internet] because if I do a search, it will come up with lots of information, and that would drive me crazy. (P17)
Another respondent explained that she is "sensitive." Her doctor recognizes this and does not burden her with information on her condition and treatment but tells her daughter instead. This approach protects her from suffering, she explains, which she values greatly.
But this doctor is really, how shall I put it, he's like a son.
When I go for a consult he always takes trouble to really see me, he gives me my treatment and looks at the computer screen. And if something comes up, he'll tell my daughter and urge her not to tell me. […] (P19)
This quote already shows that the way self-management is shaped in practice is further determined by the interactions patients have with their professionals. We turn to this subject next.
| Shaping self-management: interactions with health-care professionals
Patients and professionals may share the same ideas of the preferred level of involvement in which case the professional can facilitate the preferred role. If desired, the professional will take decisions for patients who do not want to be involved in decision making, as we saw in the example above, or appreciate patients who are actively involved in decisions. (P3)
The respondents we talked to were generally satisfied with their involvement in the care they received. However, there were instances where patients' and professionals' ideas deviated, which affected the patients' preferred level and type of involvement in several ways.
Firstly, patients do not always get the opportunity to play an active role in consultations with their health-care professional.
In [hospital] I experienced someone telling me: "You'd better be quiet because we're the specialists". I'd read something about a certain medication and asked if it could be something for me, and that was not appreciated at all. (P14)
Patients who want to play an active role often emphasize the importance of their autonomy: "Nothing happens to my body that I don't want to happen-that seems logical to me" (P10). This implies being allowed to make autonomous decisions, including choices that may not be the opti- Patients who expect professionals not to accept their choice will sometimes withhold information. One respondent who had consulted complementary medicine practitioners and had adjusted her medication based on their advice did not inform her doctor because she felt he would disagree. She feels that she is allowed to withhold this information. On the other hand, she feels that professionals are obliged to keep her informed.
It's my body, as the saying goes, you know, so he has to support me in what I find important for me; that's his job. (…) I think, yes, it's my life. I don't decide on his life, but he decides on mine. Then I think I should be informed about that. (P3)
Secondly, the reverse may apply when patients prefer to remain passive and professionals feel they should be active. Patients do not always appreciate being asked to make decisions.
What I don't understand is that the doctor sometimes asks me if I want to take certain medication or not. Isn't that the doctor's job? (P17)
Also, the professionals' views on what patients can and should do for themselves can cause tension.
I asked this nurse to turn me over in bed now and again.
But she only got angry because I was supposed to do that for myself. I said: "Why are you here then?"
Clashes like these can have important consequences for patients.
One respondent was frustrated that he was discharged home quickly after a kidney transplant and had to take care of himself. This made him lose faith in the medical system.
My trust is gone. Even when someone says to me now: "I want to help you" I wonder if they really mean it. (P17)
Another respondent points out that inequality may be the effect of the current focus on activating patients.
Self-management can take root in a whole system of people having to fight for themselves and then you get strong people having the upper hand and the weaker ones, who… (P1)
According to one expert, to prevent inequality, professionals need to tailor their support and cannot expect patients to be automatically active.
Equal access (…) 
Thirdly, clashes on the active role of patients not only concern the preferred level of involvement but also the preferred type of involvement. The above quotes again show the influence of personal/social dynamics and ideas on the good life. The factors discussed in our results are therefore intertwined in important ways.
In conclusion, the interactions between professionals and patients shape self-management to an important extent. Different ideas on the preferred level and type of involvement can cause clashes between the two sides, which can impact negatively on the experienced quality of care. In the next section, we discuss what this and the other presented results mean for the discussion on self-management and the broader participation agenda.
| DISCUSSION
Many countries have placed patient participation on both individual and collective levels high on the agenda, with equally high expectations of what this participation can achieve. Confronted with the fact that participation is not yet delivering the right results, it is often concluded that the effort should be intensified to ensure that patients become equal partners in decision making. 12 However, this conclusion does not do justice to the complex practices of participation. 2, 14, [33] [34] [35] This study add insights into this complexity by focusing on how self-management is shaped in practice.
As said in the Introduction, there are many definitions of selfmanagement. 21, 36, 37 This is not just a theoretical discussion. Our analysis shows that in terms of both level and type of involvement, selfmanagement is shaped in practice and is influenced by a number of intertwined factors. First, self-management is shaped by personal and social dynamics which are partly outside the patient's domain of influence. Skills, the social network and the stage of the disease all influence patient self-management. 2, 3, 5, 38, 39 It is difficult to generalize on the characteristics that might explain the differences between patients.
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The only difference that stood out in our study is that patients with a non-Western background report that the language barrier limits their playing an active role. 40 Moreover, self-management is very much shaped by patients' ideas of the good life, which cannot be linked easily with personal characteristics either. 16, 26, 41 For some patients, the good life means actively doing everything one can to remain healthy. Others are active too, but their health is not always the most important focus of their activities. For these patients, self-management means doing things that medically speaking may not be the best option but offer a better quality of life. 27, 28 For others, the good life means adopting certain self-management tasks, such as taking medication, but assigning other aspects, such as decision-making power, to the professionals.
The above points to the importance of professionals adjusting their care to the preferences and capabilities of their patients. Although differences between patients have been identified before, this often results in well-meaning recommendations to provide self-management support according to the differences 23, 45, 46 with a view to ensuring that all patients take on a far more active role. It is also concluded that professionals should change their ways and value patients input much more. 12, 47, 48 Other researchers emphasize that not everyone is capable of being an active self-manager to the same extent, and it should be recognized that some patients cannot perform an active role. Therefore, health-care policies should not be based on the expectation that everyone can and wants to be active as this can cause inequalities between patients who can play such an
